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Trustee School
Everything You Need to Know About 
Being a Trustee of  Special Needs Trusts



Our Goal

• Review the basics of  government benefits
• Explore the relationship between government benefits and trust administration
• Understand trustee responsibilities
• Discuss trust administration, including the use of  care managers to ensure quality 

of  life
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Trustee 
Responsibilities

My mother has passed away and 
now I’m taking over 
management of  this trust.  
Where do I start?
• Read the trust document
• Meet with your attorney

3



Trustee Responsibilities

• Fiduciary obligations
• Financial responsibilities

– Investing
– Disbursements
– Recordkeeping
– Reporting
– Taxes

• Advocacy
• Having—or representing—special 

skills or expertise raises the bar
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Fiduciary Duties 
Self-Dealing

The default rule is no self-dealing with 
trustee or immediate family members

– No borrowing from trust
– No investment in trustee’s business
– No sales to or purchase from the 

trust
– No co-mingling of  assets

• Avoid co-mingling of  
SSI/SSDI, wages, or other 
income of  the beneficiaries 
with trust assets
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Fiduciary Duties - Delegation  
• Co-trustees may delegate duties 

among themselves
• Trustee may delegate to others, but 

must use reasonable skill, care and 
caution in 

• Selecting agent
• Establishing the scope of  

delegation
• Reviewing agent’s 

performance
• The agent is acting in a fiduciary 

capacity with fiduciary responsibilities 
and liabilities

• Get professional tax advice 
experienced in trust tax returns

• Care managers 6



Fiduciary Duties 
Investment
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• Ohio Prudent Investor Rule
• Modern Portfolio Theory
• Diversification is required unless the 
purposes of  the trust are better served 
otherwise, or the agreement allows non-
diversification
• Delegation can be made to reputable 
investment advisor
• Investment Policy Statement



Reporting Requirements
 To beneficiaries or surrogate 
 Accountings, at least annually
 May just be a statement of  trust assets 

and list of  income and distributions for 
the year

 May include income tax returns
 Request for extraordinary trustee 

compensation
 To probate court if  necessary
 Annual or biennial accountings
 Applications for authority to expend

 To benefit agencies
 Generally, whenever requested
 Annual redeterminations
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Trustee Compensation 
Sample Court Fee Schedule
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$12.00 per thousand First $1,000,000

$7.50 per thousand Next $2,000,000

$5.50 per thousand Next $2,000,000

$4.50 per thousand Balance of  trust 
principal



Trust Administration

Special challenges with SNT 
Administration:

• Likely diminished  primary beneficiary 
capacity, social service needs of  
beneficiary

• Status of  state as beneficiary / creditor 
/ super creditor

• Primary beneficiary may have outlying 
income needs (high or low)

• Possible involvement of  court
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Trust 
Administration

Special challenges
• Ascertaining benefits currently 

received or available
• Caretakers—selection, 

oversight, covering 
emergencies, liability 

• Securing services and 
equipment

• Redirecting family and 
caretakers—and beneficiaries

• Review of  and adherence to 
Letter of  Intent



Trust Administration 
Basic Disbursement 

Rules
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• If  trust beneficiary receiving 
needs-based benefits (like 
Medicaid & SSI):
– Payments made directly to 

providers of  goods and 
services

– No cash to beneficiary
– No payment of  food and 

shelter
• These are presumptive rules, not 

absolute rules



Trust Assets 
Residence

• Parents’ intent may be for 
beneficiary to remain in the 
home for as long as possible

• Issues:
– Care providers
– Roommates
– Maintenance/affordability
– Insurance
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Trust Assets

Vehicles:
• Titled in trust – liability issues
• Titled in individual’s name with trust holding lien

Insurance:
• If  trustee or other family member is primary 

caregiver, purchasing insurance on that person’s life
Prepaid funeral arrangements



Taxation of  Trusts  
Self-settled

• If  a self-settled trust is a “Grantor trust” for 
tax purposes, all income earned by the trust 
will be carried through to the beneficiary’s 
individual tax return
• “Self-Settled” = trust holds property 

owned by beneficiary
• A Special Needs Trust (Medicaid 

Payback Trust)
• May use the beneficiary’s SSN or have a 

separate EIN
• If  the trust has a separate EIN, it will file an 

informational 1041 return indicating that all 
income will be included on the beneficiary’s 
income tax return (his or her IRS Form 
1040) – the trust is “pushing out” income to 
the individual beneficiary. Schedule K-1 
used to push out the income. 15



Taxation of 
Trusts –

Self-Settled

Difference between “taxable income” and “benefits 
income” leads to concerns about income tax reporting 
causing problems with public benefits eligibility 

The trustee should retain evidence of  all distributions 
to enable the beneficiary to prove that the taxable 
income reported by the trust to the beneficiary was not 
“income” under the program's definition of  income 



Taxation of  Trusts
3rd Party Trusts

• Typically, non-grantor trusts
• EIN and federal and state 1041 forms 

must be filed
• Generally classified as a complex trust
• May be a Qualified Disability Trust
• Form 1041 (income tax) will include all 

income earned, and reasonable 
administrative expenses may be 
deducted

• Undistributed income is taxed to the 
trust

• Trust distributions of  income in excess 
of  deduction will be carried out to the 
beneficiary on a Schedule K-1
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Securing Care 
Management Services

• The trustee can act as a care 
manager, or

• A professional Care Manager 
can be the eyes and ears of  a 
trustee who lives at a distance 
or does not have the knowledge 
to deal with appropriate 
benefits, services, placement, 
etc.

• The Care Manager fulfills the 
role that was often carried out 
by the parents
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Professional 
Care Managers

• Health and human services 
specialists who typically help families 
access care for older relatives or 
those with disabilities  

• The Care Manager acts as a guide 
and advocate -- identifying problems 
and offering solutions, while 
encouraging as much independence 
as possible
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What Else Can Care 
Managers Do?

• Assist with and 
monitor government 
benefits

• Make regular visits to 
the beneficiary

• Recommend 
appropriate 
disbursements from the 
Trust

• Recommend 
placement, providers

• Evaluate adequacy and 
quality of  existing 
placement, services, 
and providers

• Prepare an annual care 
plan for the Trustee
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Professional Care Manager

• Hickman Lowder Lidrbauch & 
Welch has a Care Coordinator 
(Janelle Leonard) on staff  that 
may be used by a Trustee or 
successor Trustee to serve as a 
Care Manager

• She is available to work with 
Trustees and successor Trustees 
for the benefit of  special needs 
trust beneficiaries

• Trust resources may be used to 
pay for the cost of  her services
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Reporting Requirements 
To Benefit Agencies

• If  beneficiary is on SSI or Medicaid, you 
may need to report the following:
• When the trust is funded, and the 

beneficiary is  entitled to 
distributions

• When “countable” distributions are 
made

• Full accounting of  trust assets, 
income and disbursements upon 
request

• When the beneficiary shows income
• from the trust on his tax return
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Social Security 
Requirements

The following must be reported to SSA in writing within 10 days after the end of  
the month in which the event occurred:

– A change in the beneficiary's living arrangements 
– A change in the beneficiary's income (including the receipt of  any direct income 

or ISM from the trust, but not distributions that are "not income") 
– A change in any countable resources 
– New eligibility for other public benefits 
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SSA Reporting 
(Continued)

• Substantial medical improvements that may result 
in the beneficiary no longer being considered 
disabled

• A change in the beneficiary's marital status 
• Admission to or discharge from any health facility 

or public facility, such as a hospital or nursing 
home 

• Any intended trip outside the United States
24



Appealing a Denial
of  Benefits

• If  SSA or DJFS notifies the beneficiary that it 
intends to reduce or eliminate the beneficiary's 
benefits, you should appeal immediately, and 
certainly within 10 days of  the receipt of  
notice. 

• Only then will SSI/SSDI and Medicaid 
benefits be continued pending the result of  
the appeal 

• You are allowed up to 60 days to appeal an 
SSI/SSDI decision but only allowed 10 days if  
you want to preserve the benefits during the 
appeal (which can take months). Otherwise, 
they will be suspended.  
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Periodic Update 
and Review

The Estate Plan should be periodically 
reviewed  

– To ensure all assets are titled correctly 
and beneficiary designations are correct 

– To update trustees and advisors, 
advocates, guardians

– If  there are changes in the beneficiary’s 
condition or eligibility for benefits 

– If  there are changes in your economic 
situation 

– If  there are personal changes (birth, 
death, divorce, marriage, adoption, etc.)

– If  there are changes in the law
– Every 3 – 6 years

26



Disability: SSA 
Definition
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• Physical or mental 
impairment

• 12 months or longer, or 
result in death

• Prevents engaging in 
Substantial Gainful Activity 
(“SGA”)
– 2023: $1,470/mo. rule



SSDI/Medicare 
Eligibility

• Disabled according to SSA’s definition
– SSDI 5 months after disability determination
– Medicare 24 months after first SSDI check

• Dependent on prior earnings and payment of  SS 
taxes
• Accrued enough covered work quarters

• Not means-tested
– But SGA is relevant

– Can apply online at www.socialsecurity.gov
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SSDI: Childhood 
Disability Benefits



SSI/MEDICAID 
ELIGIBILITY
• Disabled according to 

SSA’s definition
• Means-tested

– Countable resources 
– Income levels

• Apply for program

3
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Questions?
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Income v. Resources
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Receipt of  assets 
is income in the 
month received

10-day reporting 
requirement

Examples: wages, 
inheritance, bank 
account interestIf  still owned next 

month, counted as 
resource



Income

• Disregard $20/mo. unearned 
income

• Disregard $65/mo. plus one-half  
earned income

• Impairment-Related Work 
Expenses (IRWEs)

• Deeming
• In-kind support and maintenance 

(ISM)
• Medicaid spend-down
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Resources

• Owned by the individual
• Available to the individual
• Not “exempt”
• Deeming: imputing the income 

and/or resources of  individual(s) 
on another individual(s)
– Commonly occurs when there is 

a minor child with a disability 
living in their parents’ home
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Exempt Resources
Household goods (clothing)
Residence - Primary
Vehicle - 1
Irrevocable funeral contract
Burial plots
Whole life insurance w/ total face 
value < $2000
Back payments of  SS for 9 months 
after receipt
 Medicaid exempts back 

payment for 6 months
Special needs or pooled trusts
Discretionary trusts
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SSI
• Federal income program for persons with a 

disability who do not have Social Security 
coverage

• SSI is intended to pay for the beneficiary's food 
and shelter 

• Administered by SSA
– Can complete disability report online but 

must apply in person
• Means-tested

– Countable resources: Less than $2,000.00
– Income: “Low”

• 2023 Benefit: $914 Unmarried Individual
• Representative Payee: receives  SSI/SSDI for the 

benefit of  another individual
36



Medicaid

37

Provides
• Health insurance
• Home health aides
• Prescription drug coverage 

(unless receiving Medicare)
• Durable Medical Equipment

• Administered by County Office of  
Job and Family Services

Means-tested
• Countable resources: Less 

than $2000 for unmarried 
individual

• Income: $849/mo. in 2023 for 
unmarried individual



Medicaid Waivers
Services to assist a person who requires
a certain level of  care to reside in the 
community:
 DD Board:
 Individual Options (I/O)
 Level One
 SELF

 Medicaid:
 Home Care
 Assisted Living
 PASSPORT

Income limit = 300% of  SSI rate or 
$2,742/mo. in 2023
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Medicaid Buy-In for Workers with 
Disabilities (MBI-WD)

• Between the ages of  16 and 64
• Meets the Social Security 

Administration’s definition of  
disabled

• Earn no more than 250% of  the 
FPL $2,831/month in 2023) 
Don’t forget disregards, credits

• Employed in paid work (part-time 
or full-time)

• Meet citizenship requirements for 
Medicaid

• Resources of  less than $13,233
• May pay premium based on 

income 39



Food and Shelter
• In-Kind Support and 

Maintenance (ISM): direct 
payment for food or shelter by a 
third party will be treated as 
countable income to the recipient
– Value of  ISM is the lesser of  

the cash payment or PMV 
• Presumed Maximum Value 

(PMV):
– It is one-third of  the “own 

household medical need 
standard” plus $20, rounded 
down

– 2023: (1/3 x $914) + $20 = 
$324
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Case Example #1

• John receives SSI.  John’s mother gives 
him $50 every month for food and 
cigarettes
– Countable unearned income
– SSI will be reduced by $30 each 

month ($50 Value - $20 Disregard)
• John’s mother, trustee of  his special 

needs trust, gives him $50 every month 
for food and cigarettes from the trust
– Same result! 
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Case Example #1

• But if  John’s mother purchased $30 worth of  
food and $20 worth of  cigarettes each month 
instead of  giving him $50 cash
– Only $30 food purchase will impact his SSI

• SSI will be reduced by $10 each month 
($30 Value - $20 Disregard)

• If  she purchased only $20 worth of  food, then 
John’s SSI will not be impacted at all
– $20 Value - $20 Disregard = $0 

• Cash or direct purchase of  food or shelter 
affects SSI if  over $20
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Typical Timeline 
Age18

- Parents’ income & resources no longer deem to 
child
- SSI and Medicaid eligible if  child meet disability 
test and income and resource requirements
- Parents are no longer legal decision-makers for 
child
 Guardianship?
 Guardianship alternatives? (Power of  

attorney)
- Payment of  food and shelter by parent is 
categorized as unearned income to child
 SSI and Medicaid may be affected
 Room and Board Agreement may be utilized
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Typical 
Timeline Adult
• Parent retires
 Child eligible for 

CDB (formerly 
known as DAC) 
benefits

 Child receives ½ of  
parent’s benefit 

• Parent dies
 Child receives ¾ of  

parent’s benefit
• Medicare eligibility
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Types of  Trusts

45

• Two broad types of  non-
countable trusts, distinguished by 
who owned the assets funding 
the trust
 Third-party discretionary 

trust
 Self-settled special needs trust  

(d4A)
• Self-settled trusts must have 

Medicaid payback provision
• For the most part, administration 

issues are the same for both



Third Party Trusts
• Ohio Medicaid Trust statute –

O.R.C. 5163.21 is much more 
restrictive than SSI requirements

• Funded with assets which never
belonged to the disabled beneficiary

• Available as resource if  trustee may 
spend for medical care, care, 
comfort, maintenance, health, 
welfare, or general well-being

• Useful for Medicaid planning for 
parents/grandparents

46



Self-Titled 
Trusts

• 42 U.S.C. 1396p(d)(4)
• Used for funds which disabled person owns
 Inheritance
 Litigation proceeds
 Child support in Castle cases
 Improperly drafted 3rd party trust
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Medicaid 
Payback Trust

• Established by
• parent
• grandparent
• guardian
• court

• Beneficiary - disabled, 
under 65

• Payback provision
48



Able Act History

49

• Originally, a bill to reduce (eliminate) 
the need of  trusts, courts and 
lawyers in special needs planning. 
There was:
• No Limitation Beneficiary’s Age
• Yearly Contribution equaled the 

total 529 Cap
• Cost $19 billion over 10 years 

• Passed Congress on December 12,   
2014

• Scaled down significantly 
• Cost $2 billion over 10 years

• IRS regulation history
• Ohio statute HB155 (2015) (ORC 

§§113.50-.56)



Eligibility

• Blind or disabled before reaching age 26
• Receiving Social Security benefits based on a 

disability
• Otherwise meeting the Social Security 

disability test
• A person can have only ONE ABLE account
• New: the Beneficiary does not have to reside in 

the state where the ABLE account is opened 50



Eligibility
Otherwise Meeting 
SSA Disability Test

• Unable to engage in “Substantial 
Gainful Activity” (SGA) due to a 
physical or mental impairment lasting 
more than 12 months or expected to 
result in death. 20 CFR § 404.1505(a)

• For certification, IRS is using the 
marked and severe functional 
limitations test which is used for 
children and is easier to meet than the 
test for adult disability. §1.529A-
2(e)(2). 51



• ABLE Accounts can be 
opened by
• The Beneficiary (owner) 

of  the account
• Or the Beneficiary’s 
 Parent
 Guardian
 POA

52

Establishing the Account



Contributions
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Any “Person” can contribute to an 
ABLE account

• Remember - this is a tax law!
• “Person” means individual, 

trust, estate, partnership, 
association, company, or 
corporation.

• Change in beneficiary allowed for 
siblings

• Rollovers from other ABLE 
Accounts
• Only between family members
• No rollovers from standard 

529 accounts 
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Annual contribution 
limits

From all sources, the individual 
gift‐tax exclusion
2023 = $17,000

Total Balance

The state’s limit for 529 accounts
Ohio 2023 = $517,000

Consequences

Excess contributions must be 
returned to the contributor
• If  not returned there is a 6% 

penalty 

Contributions: How Much?



Impact on SSI 
and Medicaid

• SSI eligibility suspended if  account 
exceeds

• $100,000
• Medicaid (and other programs like 

SNAP) eligibility continues if  account 
exceeds $100,000

• There is Medicaid payback for 
Medicaid payments for the beneficiary 
after establishment of  the account
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Qualified Disability
Expenses

• As defined in the law
• Expenses are expenses that…

• relate to the Beneficiary’s 
disability and…

• are for the benefit of  that 
Beneficiary…

• in maintaining or improving his 
or her health, independence, or 
quality of  life. 56



Qualified Disability 
Expenses

• Education
• Housing
• Transportation
• Employment training and support
• Assistive technology and related 

services
• Health and wellness
• Financial management and 

administrative services 
• Legal fees
• Expenses for ABLE account oversight 

and monitoring 
• Funeral and burial; and 
• Basic living expenses
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Questions?
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59© 2023 Hickman Lowder Lidrbauch & Welch Co., L.P.A.

Hickman-Lowder.com
216-861-0360 Cleveland, Mentor & Cuyahoga Falls
440-323-1111 Sheffield Village  

This presentation is intended to provide general information
and should not be interpreted as specific legal advice.
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